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ABBREVIATION
DTS Disabilities terminology set
AIMS To pilot prospective data collection by paediatricians at the point of care across
England using a defined terminology set; demonstrate feasibility of data collection and utility
of data outputs; and confirm that counting the number of needs per child is valid for
quantifying complexity.
METHOD Paediatricians in 16 hospital and community settings collected and anonymized
data. Participants completed a survey regarding the process. Data were analysed using R
version 3.1.2.
RESULTS Overall, 8117 needs captured from 1224 consultations were recorded. Sixteen
clinicians responded positively about the process and utility of data collection. The sum of
needs varied significantly (p<0.01) by level of gross motor function ascertained using the
Gross Motor Function Classification System for children with cerebral palsy; epilepsy severity
as defined by level of expertise required to manage it; and by severity of intellectual
disability.
INTERPRETATION Prospective data collection at the point of clinical care proved possible
without disrupting clinics, even for those with the most complex needs, and took the least
time when done electronically. Counting the number of needs was easy to do, and quantified
complexity in a way that informed clinical care for individuals and related directly to
validated scales of functioning. Data outputs could inform more appropriate design and
commissioning of quality services.
Population data concerning disabled children and young
people* (‘children’ is used hereafter to mean ‘children and
young people’) are necessary to articulate their multifaceted
needs clearly; plan services, measure outcomes and quantify
conditions; understand and describe trends, inequalities, and
gaps in service provision; and contribute to appropriate
commissioning of quality services. Lamentably, there
remains a dearth of such data in the UK and internation-
ally.1,2 Data capture depends on data champions, and where
these have inspired local services, data outputs that inform
clinical practice and service planning have been generated.3
A disabilities terminology set (DTS) that describes the
multifaceted health conditions, technology dependencies,
and family-reported issues of disabled children and their
families was co-developed by a group of community, gen-
eral, and disability paediatricians with parent carer and
therapist input.4–6 This was based on data collected at the
point of care from a district disability clinic population in
Sunderland in north-east England and informed by the
World Health Organization’s International Classification
of Functioning, Disability and Health (ICF).7 The process
of developing the terms and outputs from the Sunderland
review have been separately reported.4,5
This paper describes national pilots of data capture at
the point of clinical care, and some outputs generated. The
primary aim was to test the feasibility of prospective data
capture by paediatricians in a range of clinical settings
across England, using an agreed DTS. The secondary aims
were to demonstrate the utility of outputs and to confirm
that counting numbers of needs per child is a valid method
for quantifying complexity.5
METHOD
Outputs of the Sunderland pilot from which the DTS was
developed,5 were presented in March 2013 to the executive
*We use the term ‘disabled children’ deliberately. Generally we prefer
‘person-first language’ because it is more appropriate to describe peo-
ple ‘with’ or who ‘have’ specified characteristics, such as impairments
or specific diagnoses. However, consistent with the International Clas-
sification of Functioning, Disability and Health, disability is created as
a consequence of interaction between a person and their environment.
Disability cannot be considered as intrinsic to the person. Hence,
we believe that people are in fact disabled, and not ‘people with
disabilities’.
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committee and regional representatives of the British
Academy of Childhood Disability. The 20 paediatrician
committee members were encouraged to participate in data
collection pilots in their routine clinics, as were colleagues
in general and community paediatrics who had expressed
interest. Pilots were conducted in hospital and commu-
nity clinics across Newcastle upon Tyne, Sunderland,
Durham, Blackpool, Leeds, Bolton, Wigan, Liverpool,
Sutton-in-Ashfield, Nottingham, Sandwell, Harrow,
Winchester, and Brighton.
The following documents were circulated to participat-
ing paediatricians: a Microsoft Excel spreadsheet of the
final 296 terms; an explanatory glossary of the terms (de-
tailed descriptions of each, with links to relevant resources
for clinicians and families);8 a single sheet of abbreviated
terms, for printing and completion by hand in clinics
where direct electronic data capture was not possible; and
a consultation facilitation ‘traffic light’ tool for completion
in the waiting room (the Health, Functioning and Wellbe-
ing Summary).9 Designed by clinicians, young people, and
parent carers, this traffic light tool captures issues that
matter most to families on the day so that these can inform
the consultation, which is more focused, efficient, and
effective as a consequence. This allows the family’s views
to inform data captured by the clinician at the end of the
consultation.
Colleagues were encouraged to collect data for at least
one month, anonymize the data, and populate the spread-
sheet. Data were collated and analysed using the statistical
package R version 3.1.2 (http://www.r-project.org [Bell
Laboratories (Lucent Technologies), NJ, USA]).
The number of health conditions, family-reported issues,
technology dependencies, and need for round-the-clock
care were compared with respect to: Gross Motor Func-
tion Classification System (GMFCS) level for children with
cerebral palsy;10 epilepsy severity as defined by the
National Institute for Health and Care Excellence (NICE)
level of expertise required to manage it for children with
epilepsy;11 and International Classification of Diseases
(ICD-10) definitions of severity for children with intellec-
tual disabilities using the Kruskal–Wallis test.12 Where sig-
nificant results were identified, post hoc pairwise Wilcoxon
rank sum tests were used to identify which pairs of groups
varied significantly. Children with cerebral palsy were
grouped into those in GMFCS levels I to III and those in
GMFCS levels IV and V because numbers in each
GMFCS group were relatively small.
To avoid double counting, where more than one term
might be entered for the same condition (representing
multiple taxonomies of an individual diagnosis), only the
lowest taxonomy level (i.e. the most specific term in a
domain) was included in analyses. For example, where a
clinician had coded ‘neurological problem’, ‘movement dis-
order’, ‘cerebral palsy’, and ‘spastic unilateral cerebral
palsy’, only the last was counted. A survey about the
process of data collection was circulated to all who
participated.
As no patient identifiable data were involved, ethical
consent was not required.
RESULTS
Twenty clinicians were invited to participate in data collec-
tion. Sixteen clinicians responded to the data collection
process survey, of whom one responded to the survey but
did not collect data. Data collection was via a purpose-
built electronic interface directly into individual electronic
patient records (three clinicians; 19%); directly into the
spreadsheet (two clinicians; 13%); via an electronic form
that auto-populated the spreadsheet (one clinician; 6%); or
on paper (nine clinicians; 56%).
Fourteen out of sixteen paediatricians (87.5%) reported
that data collection did not affect the running or flow of
clinics. One (6%) completed their data forms retrospec-
tively after clinics, and took 20 minutes; 14 (88%) took
from 30 seconds to 10 minutes (median 3min; mean
3.1min). Those recording data electronically took the least
time.
Barriers to prospective data capture were reported as
time (4; 25%), remembering to do it (2; 13%), lack of
administrative support (2; 13%), and lack of management
support/’needs to be mandated in order to happen’ (6;
38%). Six paediatricians (38%) reported no barriers to data
capture and seven (44%) reported insufficient terms.
The advantages of prospective data collection were
reported as definition of workload (10; 63%), local service
planning (9; 56%), many (7; 44%), and to inform commis-
sioning (3; 19%). Six paediatricians (38%) have used data
collected for audits or presentations; one (6%) hopes to
automate incorporation of needs into letter headings; and
one has used data in successful business cases for new con-
sultant colleagues.5
Overall, 8117 needs (conditions, technology dependen-
cies, family-reported issues, need [or not] for round-
the-clock care) of children seen in 1224 consultations were
captured over 9 to 76 (mean 28.2) working days with 13 to
230 (mean 71.9) data sets collected per paediatrician. Only
one paediatrician (6%) reported recording two data sets on
the same child. A mean of 6.7 (0–46) needs were recorded
per child. Headline needs are shown in Table I. General
paediatricians were more likely to see children with a sin-
gle concern – for example, a urinary tract infection or con-
stipation or asthma – while community or disability
paediatricians were more likely to see children with multi-
ple concerns – for example, cerebral palsy and constipation
and gastro-oesophageal reflux disease and severe intellec-
tual disabilities and epilepsy and gastrostomy and ventricu-
loperitoneal shunt and so on.
What this paper adds
• Prospective data capture by paediatricians at the point of clinical care is
possible.
• Outputs useful for service commissioning and planning can be generated
with a defined terminology set.
• The Disabilities Complexity Scale is a valid tool for describing and quantify-
ing complexity.
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The clinicians reported 195 consultations with children
with cerebral palsy (GMFCS levels I–III: n=88, mean 9
needs per child, range 2–27; GMFCS levels IV and V: n=70,
mean 17 needs per child, range 2–41; p<0.01). There were
169 consultations with children with epilepsy (paediatrician
with epilepsy expertise: n=114, mean 9 needs per child,
range 1–27; paediatric neurologist: n=42, mean 16 needs per
child, range 2–46; children’s epilepsy surgical service: n=13,
mean 19 needs per child, range 4–29; p<0.01) and 335 with
children with intellectual disabilities (mild to moderate
intellectual disability: n=193, mean 8 needs per child, range
1–32; severe intellectual disability: n=82, mean 11 needs per
child, range 1–33; profound intellectual disability: n=60,
mean 17 needs per child, range 1–41; p<0.01).
Table II shows how the mean number and range of
needs vary with these severity scales.
The box plots in Figures 1 and 2 show the mean values
and variations of the number of needs shown in Table II.
Figure 1a shows the mean and variation of the number of
health conditions for children with cerebral palsy by
GMFCS level. Kruskal–Wallis tests showed that the results
from GMFCS levels I to III were similar, although all
groups had outliers. Results from GMFCS IV were closer
to those from GMFCS V, while those with GMFCS not
classified were significantly different from all the
other groups (p<0.001), confirmed by post hoc pairwise
differences between the six groups using the Wilcoxon
rank sum test.
Figure 1b shows the mean values and variation of the
number of conditions for children with epilepsy of differ-
ent severity. The Kruskal–Wallis test confirmed that statis-
tically significant differences existed between the groups
(v2=12.766; df=2; p=0.002). The pairwise difference
between the groups was determined using the Wilcoxon
rank sum test, which showed a significant difference
between the number of conditions in the group with epi-
lepsy that required care from a paediatrician with epilepsy
expertise compared to both those that required care from a
paediatric neurologist (p=0.017) and those that required
care from a children’s epilepsy surgical service (p=0.023).
The difference between those requiring care from a paedi-
atric neurologist and those requiring care from a children’s
epilepsy surgical service was not significant (p=0.934).
For children with different levels of intellectual disability,
Figure 1c showing the mean number and range of health
conditions suggests that the three groups (mild/moderate;
severe; profound) are significantly different. The Kruskal–
Wallis test was highly significant (v2=53.454, df=2,
p<0.001). The pairwise comparisons using the Wilcoxon
tests between the three groups were also significant.
Further statistical analyses showed that for family-
reported issues (data in Table II, box plots in Figure 2),
children with cerebral palsy in GMFCS level IV had sig-
nificantly more issues reported than those at other levels
of motor functioning (p=0.016). Children with epilepsy at
a level requiring input from a paediatric neurologist or
children’s epilepsy surgery service had significantly more
issues reported than those at a level requiring input from
a paediatrician with epilepsy expertise (p<0.001). There
was no significant difference between the number of
issues reported between children with epilepsy requiring
input from a paediatric neurologist and those requiring
input from a children’s epilepsy surgical service (p=0.373).
No significant difference was found between the numbers
of family-reported issues for children with different levels
of intellectual disability (p=0.18).
Cerebral palsy subtype13 was reported in 86.7% of cases
(range from 0% for 2/17 clinicians to 100% for 8/17 clini-
cians). GMFCS level was reported in 79.5% of cases
(range from 0% for 4/17 clinicians to 100% for 5/17 clini-
cians) and neuroimaging findings in 67.7% of cases (range
from 0% for 4/17 clinicians to 100% for 4/17 clinicians).
DISCUSSION
The pilots demonstrated that it was possible for paediatri-
cians to prospectively capture data in a range of outpatient
settings without disrupting clinic flow. Data capture was
more efficient when directly entered into the electronic
patient record at the point of care. There was a learning
curve in terms of becoming familiar with the explanatory
glossary of terms and abbreviations, but some clinicians
could capture data in as little as 30 seconds per patient.
The paediatricians who participated in the pilots are
Table I: Headline needs
Needs Number
Speech, language, communication need 582
Behavioural, emotional disorder 539
Intellectual disability 465
Autism spectrum disorder 266
Disordered sleep 237
Chromosomal, genetic, syndromic condition 202
Cerebral palsy 195
Epilepsy 169
Feeding, swallowing issue 152
Constipation 150
Urinary incontinence 134
Bowel incontinence 126
Sensory sensitivities 125
Learning difficulties 124
Attention-deficit–hyperactivity disorder 102
Drooling 92
Hearing impairment 77
Gastro-oesophageal reflux disease 77
Gastrostomy 74
Recurrent chest infections 66
Self-injury 54
Bed-wetting 49
Specific learning disability 37
Skin issues 35
Obesity 32
Faltering weight gain 28
Ventriculoperitoneal shunt 21
Pain 20
Pica 18
Ear, nose, throat issues 16
Tracheostomy 8
Period disorder 8
Ventilated at home 6
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enthusiastic about the potential value of the outputs and
have already made use of data generated locally.
Each identified health condition, technology-dependency,
or family-reported issue requires its own care plan within
the overarching care plan. The DTS used in this project was
developed with a particular emphasis on capturing the
multifaceted needs of disabled children, including those with
palliative care needs. If other specialties develop their own
terminology sets, it should be possible to capture more
specific data about the conditions and contexts of a broader
range of children.
While many analyses are possible, we report here on
some specific examples that demonstrate the potential util-
ity of population data. Prevalence data generated – for
example on emotional, behavioural, speech, language,
and communication needs – will be very important for
service and resource planning locally, regionally, and
nationally.
Table II: Complexity and family-reported issues for children with cerebral palsy, epilepsy, and intellectual disabilities
GMFCS level for children with
cerebral palsy (n=195) GMFCS I GMFCS II GMFCS III GMFCS IV GMFCS V
GMFCS not
classified
Number of children 37 29 22 27 43 37
Applicable terms per child (mean, range) 9 (2–24) 9 (3–27) 9 (3–26) 14 (2–32) 19 (5–41) 6 (1–28)
Conditions (mean, range) 8 (2–21) 8 (2–23) 8 (3–23) 12 (2–25) 16 (5–39) 5 (1–24)
Technology dependencies (mean, range) 0 (0–1) 0 (0–1) 0 (0–1) 0 (0–2) 1 (0–4) 0 (0–1)
Family-reported issues (mean, range) 1 (0–4) 1 (0–5) 1 (0–3) 2 (0–6) 1 (0–6) 1 (0–7)
Percentage needing round-the-clock care 16 7 19 11 58 16
Percentages of family-reported issues
Impaired participation in everyday activities 3 3 0 7 7 0
Family issues 8 17 5 30 23 14
School issues 19 21 50 30 7 8
Housing issues 3 0 5 22 14 5
Equipment issues 11 10 32 41 42 5
Access to leisure issues 3 17 5 7 14 8
Support issues 8 17 5 30 21 8
Information issues 3 7 5 19 7 5
NICE Guideline 137 category of severity of epilepsy (n=169)
Epilepsy should be managed by:
Paediatrician with
epilepsy expertise
Paediatric
neurologist
Children’s epilepsy
surgical service
Number of children 114 42 13
Applicable terms per child (mean, range) 9 (1–27) 16 (2–46) 19 (4–39)
Conditions (mean, range) 8 (1–23) 14 (2–39) 16 (3–33)
Technology dependencies (mean, range) 0 (0–4) 0 (0–3) 0 (0–2)
Family-reported issues (mean, range) 1 (0–7) 2 (0–7) 3 (0–7)
Percentage requiring round-the-clock care 29 21 62
Percentage of family-reported issues
Impaired participation in everyday activities 4 17 23
Family issues 15 24 46
School issues 24 43 46
Housing issues 9 14 31
Equipment issues 14 33 39
Access to leisure issues 13 12 15
Support issues 14 33 31
Information issues 5 21 23
Intellectual disability Mild/moderate IDD Severe IDD Profound IDD
Number of children 193 82 60
Applicable terms per child (mean, range) 8 (1–32) 11 (1–33) 17 (1–41)
Conditions (mean, range) 7 (0–29) 8 (1–24) 14 (1–39)
Technology dependencies (mean, range) 0 (0–2) 0 (0–4) 1 (0–2)
Family-reported issues (mean, range) 1 (0–7) 1 (0–7) 2 (0–7)
Percentage requiring round-the-clock care 15 28 37
Percentage where a chromosomal/genetic diagnosis made 24 33 48
Percentage with behavioural/emotional issues 33 43 33
Percentage of family-reported issues
Impaired participation in everyday activities 3 10 11
Family issues 24 21 30
School issues 32 20 27
Housing issues 6 15 13
Equipment issues 5 13 37
Access to leisure issues 8 17 18
Support issues 13 23 32
Information issues 7 9 7
GMFCS, Gross Motor Function Classification System; NICE, National Institute for Health and Care Excellence; IDD, intellectual disability.
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The Sunderland pilot demonstrated that the number of
needs identified for a child related directly to the intensity
of paediatric clinic appointments required to meet their
needs.5 Proving a significant relationship between the sum
of needs and existing validated scales of levels of function-
ing10 and condition severity11,12 confirms the validity of
the Disabilities Complexity Scale previously proposed.5
This should make it possible for tariffs to be set to fund
services that reflect and link to the complexity of children’s
needs and contexts. Linking tariffs to complexity should
also drive up the detail and quality of data reporting. Care-
ful quality assurance of data recording and reporting over
time will mitigate against over-reporting as a means of
attracting more resources. The correlation of the burden
of barriers to participation and quality of life reported by
families to level of complexity of children’s needs and
Pairwise differences between the six GMFCS 
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Figure 1: Box plots of numbers of conditions for: (a) children with cerebral palsy (n=195) by GMFCS levels I to V and NC (not classified); (b) children
with epilepsy (n=169) by NICE clinical guideline 137 designation of paediatrician required to provide care; (c) children with intellectual developmental
disabilities (n=465) by ICD-10 classification. The horizontal line in the centre of the box indicates the median, the rectangular box accounts for 50% of
the total data (interquartile range), the two thin arms (whiskers) connect the top 25% (quartile) and bottom 25% (quartile). EP Paed, paediatrician with
expertise in epilepsy; EP PN, paediatric neurologist; EP CESS, children's epilepsy surgical centre; GMFCS, Gross Motor Function Classification System;
ID, intellectual disability; mild mod, mild or moderate; NICE, National Institute for Health and Care Excellence.
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issues may seem obvious, but being able to quantify these
would be useful for service design and development.
Prospective data collection for a clinic population over
time will allow mapping of needs including those of specific
subpopulations. Knowing how many children are dependent
on specific technologies or have specific needs in the pre-
school population will, once issues of population data shar-
ing across agencies have been resolved, permit planning for
Pairwise differences between the six GMFCS 
groups using the Wilcoxon rank sum test shown as 
p-values 
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shown as p-values 
 
 
 
Mild Mod ID Profound ID
Profound ID 0.47 -
Severe ID 1.00 1.00
Pairwise differences between the three intellectual
GMFCS NC GMFCS I GMFCS II GMFCS III GMFCS IV
GMFCS I 1.000 - - - -
GMFCS II 0.637 1.000 - -
GMFCS III 1.000 1.000 1.000 - -
GMFCS IV 0.063 0.114 0.414 0.877 -
GMFCS V 0.221 0.492 1.000 0.973 1.000
EP CESS EP Paed
EP Paed 0.017 -
EP PN 0.915 0.187
0
GM
FC
S I
GM
FC
S I
I
GM
FC
S I
II
GM
FC
S I
V
GM
FC
S V
GM
FC
S N
C
10
20
30
40
50
10
Mi
ld 
Mo
d I
D
Se
ve
re
 ID
Pro
fou
nd
 ID
20
30
40
10
20
30
40
(a)
(b)
(c)
EP
 Pa
ed
EP
 PN
EP
 CE
SS
disability severity groups using the Wilcoxon rank 
sum test shown as p-values
Figure 2: Box plots of numbers of family-reported issues for: (a) children with cerebral palsy (n=195) by GMFCS levels I to V and NC (not classified);
(b) children with epilepsy (n=169) by NICE clinical guideline 137 designation of paediatrician required to provide care; (c) children with intellectual
developmental disabilities (n=465) by ICD-10 classification. The horizontal line in the centre of the box indicates the median, the rectangular box
accounts for 50% of the total data (interquartile range), the two thin arms (whiskers) connect the top 25% (quartile) and bottom 25% (quartile). EP Paed,
paediatrician with expertise in epilepsy; EP PN, paediatric neurologist; EP CESS, children's epilepsy surgical centre; GMFCS, Gross Motor Function Clas-
sification System; ID, intellectual disability; mild mod, mild or moderate; NICE, National Institute for Health and Care Excellence.
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their needs to be met in early years, educational settings,
and subsequently on transition to adult services.
Drilling further into the details of the data is revealing.
For example, for children with cerebral palsy, family-
reported equipment issues increased with GMFCS level.
Although not surprising, this is an environmental factor
that services across agencies ought to be better able to
address if quantified, by evidencing, planning, and deliver-
ing equipment pathway improvement, supported by an
appropriate workforce.
Similarly, family and housing issues, and family support
and information needs increase as GMFCS level increases,
which reflects increasing complexity. Again, this is not sur-
prising. Quantifying this for families in a locality may
enable meaningful interagency discussion to support
shared, informed resource planning; pathways for appropri-
ately adapted homes; and appropriate and accessible infor-
mation and support for families.
School issues show a different relationship. There are
fewer reported school issues for children with cerebral
palsy in GMFCS level V, most of whom have severe intel-
lectual disability and are more likely to be in specialist
schools. The greatest school issues arose for those in
GMFCS levels III and IV: children with cerebral palsy
who need equipment for independent mobility, including
frames, walkers, and power or manually operated wheel-
chairs. Many of these children attend mainstream schools,
where their additional needs require special arrangements
for them to be fully included. School issues will be
reported by families where schools struggle to make these
adjustments, where there is less specialist expertise, a less
accessible environment, and where staff attitudes are not as
‘can do’ as they might or should be. Significantly more
family-reported issues were found for children with cere-
bral palsy in GMFCS level IV compared with other groups
overall, information highly relevant to services working
together to address environmental issues.
For children with epilepsy, all family-reported issues
except access to leisure increased with epilepsy complexity
(Table II). The significant difference in number of health
conditions and family-reported issues between children
with epilepsy of different severity, as for children with
cerebral palsy, has implications for service design and plan-
ning and for informed advocacy for families.
Although the burden of heath conditions varied for
children with different levels of intellectual disability
(Table II and Figure 1c), the number of family-reported
issues did not vary significantly between the different
groups. The high proportions of children with all levels
of intellectual disability with associated behavioural and
emotional issues may be a significant factor here, con-
firming the urgent need for timely access to competent
services to assess and address these issues. It is not possi-
ble to accurately compare children with intellectual dis-
ability to those without from these prospectively collected
data, because there is evidence of under-reporting of
intellectual disability. Some children with a diagnosis of
Down syndrome were recorded as having ‘learning diffi-
culty’ rather than intellectual disability, while others were
not recorded as having any learning difficulty or intellec-
tual disability at all. Under-reporting is also evidenced by
the fact that children with cerebral palsy where no
GMFCS level was reported had significantly fewer needs
reported overall than those where GMFCS levels were
reported (Table II, Figures 1 and 2). It may be possible
in future, with bigger data sets to use such under-report-
ing to quality check the validity of data from districts or
clinicians. If data reporting were to be linked to tariffs
for services, this should drive up the quality and detail of
data overall.
The Disabilities Complexity Scale5 complements vali-
dated scales of function10 and severity11,12 by quantifying
other important dimensions of the ICF7 conceptualization
of disability, all of which interact to impact on participa-
tion and quality of life. Different health conditions give
rise to different patterns of complexity, influenced by
personal resilience, vulnerabilities, living and system envi-
ronments as well as by time. Children who require round-
the-clock care are specifically highlighted in the Scale,
because they and their families who relentlessly care for
them are especially vulnerable and likely to require the
highest level of support and care. Use of the Disabilities
Complexity Scale – underpinned by the supporting
explanatory glossary that includes suggestions for outcomes
to work towards and actions that may help to achieve
these8 – provides a means to document changes in a mea-
surable way over time for individual children, as well as
facilitating comparisons between different populations.
The Sunderland5 and prospective national pilots have
demonstrated the potential utility and feasibility of data
collection in a range of paediatric clinic settings. If it is
possible for comprehensive data to be routinely collected
about children with complex disabilities, then it should
be possible to collect data about all patients in any
clinic. Although samples in these pilots are not large
enough to make meaningful comparisons between ser-
vices or clinicians, it is possible to see how larger data
sets gathered by routine data collection at the point of
care may permit quality analysis and drive improvement
of aspects of clinical care. For example, it is possible to
compare the levels of detail that different clinicians use
to describe a child’s cerebral palsy subtype, whether
GMFCS levels have been captured, whether or not neu-
roimaging has been done, and the findings described in
detail. For children with intellectual disability, it is be
possible to calculate the proportion for which a more
specific aetiological diagnosis has been made, which
could be used as a proxy indicator of the quality of aeti-
ological assessment and investigations. Clinicians involved
in the pilots reported that the data collection process
often prompted them to consider further tests, ensure
they used current accepted terms and classifications, and
informed clinical care. Presenting complexity using the
Disabilities Complexity Scale proposed in the Sunderland
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pilot5 is easy to calculate and quickly conveys important
information useful for clinical practice at individual and
population levels.
One of the strengths of this study is that a range of pae-
diatricians spread across England used the same DTS with
clearly agreed definitions, allowing ‘apples’ to be compared
with ‘apples’. A limitation is that no validity checks were
made at individual paediatrician level regarding the accu-
racy or completeness of data recording, consistency over
time, or between observers, and there is definite evidence
of under-reporting of data. Ages of children were not
reported, which limits interpretation of findings. The DTS
is not all-encompassing and in order to identify the unique
needs of the individual child it is still important to ask at
the end of each consultation, ‘Is there anything else that
you think might be important to tell me, or that you are
concerned about?’ The data reported are not perfect, but
are good enough to demonstrate what might be possible in
future if data collection becomes routine.
Outcome
The results of the prospective pilots were presented on 12
March 2014 to the Informatics for Quality Committee of
the Royal College of Paediatrics and Child Health. The
next day, there was agreement from NHS England, Public
Health England, and the Health and Social Care Informa-
tion Centre that the DTS developed and piloted in this
project should be included in the Children and Young
People’s Health Services data set. NHS Trusts across Eng-
land that collect these data are now mandated to report
against the terms in the DTS. Once coded, data can flow,
linked by NHS number as unique identifier, to the Health
and Social Care Information Centre for analysis. Reports
will be published by locality to highlight trends and geo-
graphical variations. These should act as drivers to improve
standards of care across all sectors.
Parent carers have reported on their involvement in the
pilots and are eagerly anticipating systematic national data
collection, analyses, and reporting,14 which can be used to
inform intelligent local and national commissioning and
service planning based on actual needs.
There is hope that at last we will know how many dis-
abled children are in our society, and who and where they
are, so that their multifaceted needs will be more clearly
defined. This would give clinicians, commissioners, and
others responsible for the health and well-being of these
children and young people the opportunity to improve
their outcomes through evidence-based, data-driven service
planning and provision.
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